Introduction
The term "family centred care" (FCC) has been used to describe a model of health care which recognizes the significant role played by family members in the well-being of a hospitalized child or infant [1] . Although there is no simple definition for FCC, the Institute of Patient-and Family-Centered Care [2] describes it as "an approach to the planning, delivery, and evaluation of health care that is grounded in mutually beneficial partnerships among health care providers, patients, and families". This rather broad definition reflects the multi-faceted nature of FCC and its application in different contexts and different cultures. Within neonatology, FCC has evolved into an extensive spectrum of services and activities incorporating a range of environmental, educational, psycho-social and behavioral characteristics all of which seek to place the family at the heart of care planning [3] [4] [5] . In the last two decades, FCC based interventions have been developed to support the parent-child attachment relationship [6] [7] [8] [9] . There is convincing evidence about the positive effects of Kangaroo Mother Care [9] [10] [11] , but studies suggest there are huge differences in the provision of facilities to enable skinto-skin care and parental involvement [12, 13] . A recent European survey, for example, found that 100% of included units in Sweden had reclining chairs near babies' cots and 100% had beds for the parents whilst in the UK these figures were 11% and 77% respectively [14] .
The comprehensive nature of FCC is perhaps best illustrated by Harrison's "Principles for Family Centered Neonatal Care" [15] . This document, drawn up by a committee including neonatologists, neonatal nurses and the parents of premature infants, highlights 10 key strategies most of which revolve around the formation of authentic, collaborative parent-health professional relationships in a supportive, family-friendly environment (Table 1) .
Collaboration between nurses and parents is essential for implementing FCC in NICUs [16] . A positive and trustful staff-mother relationship enables mothers to connect to their infants whereas a negative relationship may lead to disconnection [17, 18] . Furthermore, when mothers feel emotionally supported and have trust in their relationships with nurses, the transition from traumatized onlookers to competent, confident parents is greatly enhanced [19, 20] . Reis, Remple, Scott, Brady-Fryer and Van Aerde [21] suggest that the behaviour and attitude of nurses is the most significant factor affecting parent's satisfaction with their NICU experience. Studies also suggest that the neonatal context encourages close relationships between parents and nurses and may even turn the parent-infant dyadic relationship into a "triadic" relationship (i.e. infant-parent-staff) [22] .
In the UK, government initiatives [23] and parental support groups [24] all advocate the implementation of FCC in neonatal settings. Recent attempts to monitor the impact and effectiveness of these policies suggest there is "considerable variation in the familycentredness of the units" in the UK [3] . The POPPY Project [25] , a nationwide evaluation of FCC in UK neonatal units, identified gaps in the provision of psycho-social support for parents as well as practical deficiencies in the provision of private spaces and roomingin facilities. The relational aspects of FCC are highlighted in a UK report [26] where the authors found general satisfaction with most aspects of care. However, almost half of the participants felt they did not have as much involvement in discussions about their baby's care as they would have liked and more than a quarter were not offered any form of emotional support while they were on the unit. The insights revealed by large scale, retrospective surveys contribute to an increased understanding of FCC practice but the direct experiences of parents are likely to deepen and enhance this understanding. As far as we are aware no prospective, qualitative studies of FCC in UK NICUs exist. With this in mind we set out to explore mothers', fathers' and neonatal nurses' perceptions of FCC at three NICUs in England. This paper reports on the views of the mothers.
Methods

Design and setting
Three NICUs in the North West of England, of differing size and with different populations, were selected to ensure a broad range of views were represented. Two of the units were district based, 20-25 cot facilities providing special care, high dependency care and intensive care, and the third, one of the largest in the UK, was a 54 cot regional unit providing all of the above levels of care as well as specialist facilities and expertise for extremely preterm infants. All three units had a family room where parents and siblings could relax and have a cup of tea or coffee and two of the units had facilities (up to three bedrooms within the unit) for parents to stay overnight. All of the units offered 24 h access to parents though in reality visits were informally "discouraged" between 23:00 h and 07:00 h. The unit manager's at each of the three sites identified Family Centered Care as the model of care practised on the unit.
Procedures
A convenience sample of potential participants was initially identified by the admissions officer at the units. English speaking mothers over the age of 16 whose baby had been treated on the unit for 7 days or more were considered eligible for inclusion. Mothers whose infants were receiving intensive care at the time of the interviews were excluded as they may have found it intrusive and insensitive. Eligible mothers were given an information sheet and a consent form. Women who agreed to interview were contacted by one of the researchers and a suitable date and venue arranged by mutual consent. All of the interviews were conducted in a private room in the hospital and were recorded using a mini-recording device. All of the interviews took place whilst the mother's baby was being cared for on the unit. The questions were based on Helen Harrison's Principles of Family Centered Neonatal Care [15] (Table 1) and current understandings about the components of FCC. Participants were also given the opportunity to discuss any other issues related to their experience of FCC. The interviews lasted between 45 min and 2 h and were conducted by an independent researcher (KF) with no previous experience of spending time on a NICU either as a nurse or a parent. None of the research team worked on any of the three NICUs during the course of the study.
Ethical approval was obtained by an independent NHS ethics committee and the university ethics committee.
Forty nine mothers were identified as eligible to take part during the 6 month qualitative recruitment phase. Eleven of these left the unit before being approached by the researcher. Thirty eight were asked if they would like to be interviewed and 12 agreed and consented. The 28 women who declined to be interviewed were not asked to give reasons for their decision.
Participants
The 12 mothers (four from each unit) ranged in age from 21 to 40 years (mean = 26). Eleven out of the 12 identified themselves as "White, British" and the other identified herself as "Asian, British". Six of the mothers were university educated, two had left school at 18 and the remaining four had received no formal education beyond the age of 16. None of the mothers had spent any time in a NICU prior to this birth. All of the participants had a partner or husband who spent time on the unit and five of the 12 mothers had elder siblings who rarely visited the unit. Most of the mothers spent extended periods of time on the units, ranging from 5 to 70 h per week (mean = 37 h) although none of them stayed overnight with their infants until they were getting ready to leave the unit. [This was primarily because there was no obvious place to sleep or rest near the cot, e.g. a reclining chair or sofa bed]. The infants were all born very preterm (<32 gestational weeks), with an average gestational age of 29 weeks (range = 25-31 weeks). At birth, the infants weighed between 595-1517g and at the time of the interviews the infants had been receiving neonatal care for an average of 34 days (range = 11-102 days).
Analysis
For the data analysis we used thematic networks analysis [27] . Each of the interviews was transcribed by a member of the research team and, through an iterative process involving two other Parents should be able to work with professionals in making informed choices based on access to the same facts and uncertainties as those available to professionals. 3.
In situations involving high morbidity/mortality and/or medical controversy fully informed parents should have the right to make decisions regarding aggressive treatment for their infants.
4.
Expectant parents should be given information about adverse pregnancy outcomes and have the opportunity to state treatment preferences in the event of a premature delivery.
5.
Parents and professionals must work together to acknowledge and alleviate the pain of infants. 6.
Parents and professionals must work together to ensure an appropriate environment is maintained. 7.
Parents and professionals must work together to ensure the safety and efficacy of medical treatments. 8.
Parents and professionals must work together to promote parenting skills including active involvement with their hospitalized infant. 9.
Parents and professionals must work together to promote long term follow up for NICU survivors. 10.
Parents and professionals must acknowledge that treatment should be based on compassion and that over-treatment as well as undertreatment may harm the infant. members of the team (blinded), basic themes were extracted from the data. These basic themes were then discussed by all members of the team to generate organizing themes which were then used to develop a principal organizing metaphor or global theme. All of the mothers names were changed to codes and then to pseudonyms.
ARTICLE IN PRESS
Results
A global theme of Finding My Place was identified within the context of providing FCC as the core model of care in a NICU. All of the mothers in the study described their initial shock at having a premature baby. They found it difficult to "find their place" having become a mother 2-3 months before they were expecting to take on such a role. This was challenging in itself but became even more difficult within the technocratic and overtly clinical environment of a NICU. Thus the global theme utilizes the metaphor of "place" to describe the overarching experience of mothers in this situation and setting. This global theme was underpinned by six organizing themes encapsulated by the following descriptions: Mothering in Limbo; Deference to the Experts; Anxious Surveillance; Muted Relations, Power Struggles and Consistently Inconsistent (see Fig. 1 ). These themes are described below.
Mothering in limbo
For all of the participants there was a tangible sense of disappointment at their inability to assume a "normal" maternal role. Trying to come to terms with the shock of having a premature baby, their subsequent concern over the child's well-being and their limited capacity to mother in an unfamiliar environment left many participants feeling alienated from their maternal expectations. One mother expressed this sense of liminality (the sense of disorientation that occurs when pre-motherhood does not resolve into motherhood) as a state of betwixt and between, in terms of not being able to take her baby home to the place where she assumed she would be able to provide a nurturing maternal environment.
At the end of the day I'm a mother but I don't feel very much like a mum. It hasn't sunk in because the baby isn't home and doesn't rely on me. (Laura)
Similarly, another mother talked about the surreal nature of having a welcome home prepared for her baby's arrival and the subsequent disappointment of not having a baby to take there In accord with the philosophy of FCC all of the units offered unrestricted access to parents though this did not necessarily translate into mothers developing a bond with their child or establishing any sense of active involvement or ownership. This was particularly apparent when babies were first admitted or placed in an incubator, but even after several weeks when mums' were preparing to leave the NICU with their infant, some of them were still struggling to come to terms with their maternal role. 
Today is the first time I've been on my own with her and it
Deference to the experts
In general, mothers were extremely grateful to the health professionals looking after their infants. Many of them acknowledged that they were in no position to collaborate effectively during the first few days of admission, particularly when their babies were in intensive care, and actively devolved their decision making to the professionals.
To be honest we had a baby three months early and she's tiny and in an incubator so you do whatever the doctors say at first because they're the experts. (Rachel)
By handing over medical decisions and, more importantly, care responsibilities to health professionals on arrival, mothers found it difficult to redress the balance of power as their time on the unit progressed. Some mothers felt disenfranchised and impotent in their relations with health professionals and this affected their ability to form meaningful bonds with their babies. One mother highlighted the submissive nature of her relationship with the nursing staff by describing the moment when she first held her baby. 
FINDING MY PLACE
CONSISTENTLY INCONSISTENT MOTHERING IN LIMBO DEFERENCE TO THE EXPERTS POWER STRUGGLES ANXIOUS SURVEILLANCE MUTED RELATIONS
I asked the nurse if it was ok to have a cuddle and she said, "you should have been having at least one a day", but at the start I didn't realise you could ask them. (Laura)
Anxious surveillance
Most of the mothers spent hours in the neonatal unit sitting beside their baby's cot or incubator. These protracted vigils gave them the opportunity to observe any obvious or subtle changes in their baby's well being. Mothers often struggled to come to terms with the contrast of being an attentive observer within the rather harsh, machinery laden, clinical environment. The constant beeps, buzzes and flashing lights of the medical equipment often added to their anxiety, especially if it hadn't been properly explained to them
When the red light is flashing and that alarms going off I'm having palpitations wondering why nobody was doing anything. (Mary)
As they adapted to the overtly technocratic culture of the units and the monitoring routines of the staff, mothers became more familiar with the technology and adjusted their behavior accordingly -sometimes placing more emphasis on the machines rather than their baby
You're sitting there and I feel for most of the time I'm looking at the monitors more than I'm looking at xxx [the baby]. (Ruth)
As well as attentively watching their baby and gazing at the monitors, mothers also described their surveillance of health professionals, especially nurses. They watched nurses subtly and carefully, constantly evaluating and re-evaluating each nurses' ability to offer high quality care -a combination of affection and professional expertise. When members of staff were not perceived to offer safe, high quality care this gave rise to concern and anxiety. One mother stated
It worries me and my partner this last week as we've noticed the different care you can get with nurses and the difference in attentiveness . . . we sometimes worry who's looking after him. (Laura)
Muted relations
Some mothers found it difficult to have open and honest communications with the staff. Feelings of frustration, disappointment or anger were often suppressed to avoid potentially damaging confrontations. This contributed to some mothers only partially engaging with the nursing staff feeling that any kind of strong emotional expression might reflect badly on them as mothers and, potentially, affect the care of their baby.
I wouldn't talk to them [nurses] about feeling upset or depressed or if I had worries about her or anything, in case they thought I was some kind of psychotic mother. I've never felt. . . . I just couldn't speak to them about anything personal or anything like that. (Jane)
Sometimes their frustrations related to an aspect of care which mothers felt had been overlooked or neglected, e.g. arriving on the unit to find their baby crying and alone, whilst at other times mothers found that care had been given without their consent or permission. One mother described her feelings
I was mortified when someone gave my child their first bath. I felt like saying, 'you shouldn't have done that . . . that's my baby. (Mary)
This could be chronically distressing for some mothers particularly when their frustrations related to the behaviour of the same health professional or professionals. One mother described her persistent efforts to establish relationships with two nurses who regularly dismissed her concerns or failed to answer her queries.
And I dread those two nurses being with xxx [the baby]. I just think I'm gonna have a nightmare day today. If I want to ask anything then I feel like I can't and it has got to the point, with one of the nurses, where I feel like I just can't ask any questions. So I spend the whole day standing there worrying about it. (Sarah)
Power struggles
As stated, most of the mothers initially devolved treatment and care responsibilities to the health professionals. More often than not, this initial deference created a submissive relationship with health professionals which proved difficult to rectify during their time on the unit. This subtle power imbalance became the medium through which the relational aspects of FCC were practised and negotiated. Some mothers chose to maintain their submissive role while others sought to establish their maternal identity by actively seeking information about their baby and confronting staff if their views were ignored.
. . . I'm relentless at saying things I believe in. I sit there and watch him every day and I know what's right and what's not right with him. I'm not medically trained but I know when he's alright and when he's not alright. He has different nurses every time and they don't see him every day . . . he doesn't have the same nurse watching him every day. (Rachel)
However, addressing the balance of power often proved difficult and the desire to claim a sense of maternal responsibility occasionally led to struggle rather than collaboration. One mother, when recounting a conversation about tube feeding, described the encounter in the following manner.
And they said, "you don't need to concern yourself with that, we need to concern ourselves with that". And I was like, actually I don't agree, I think I need to know that as well cos I'm his mum. (Sarah)
Another mother, having spent an average of 7 h a day on the unit over a 5 week period, described how her growing maternal confidence and familiarity with the units' routines and procedures gave her the courage to challenge previously accepted decisions and behaviours
I know my daughter better than anyone on here. . . . I won't be fobbed off. I'll ask questions and if I'm not happy with it I'll tell the person I'm not happy with it. (Ruth)
Consistently inconsistent
When reflecting on their experiences of being in a NICU and their overall perceptions of FCC, all of the mothers highlighted staff inconsistencies as being one of the most upsetting aspects of the care they received. Criticism from nurses about the way they were mothering or being given conflicting pieces of advice or information made them feel incompetent, naïve and disrespected. When asked what improvements could be made to the care she received in a NICU one of the mothers replied:
To me it's just about consistency and every nurse does things differently. One nurse will tell you to do one thing and the next nurse will come in and criticise you cos they wind or feed a baby differently and it makes you feel like crap. (Hannah) Some mothers related the inconsistency of care to the age of a nurse, their level of experience or knowledge of neonatal care. One mother, when asked to give an example of inconsistency, got visibly distressed as she recounted her attempts to start kangaroo care. 
Discussion
Our findings indicate that these mothers were struggling to find their place -thrown into a situation where they had become biological mothers but were not feeling like a mother or acknowledged as "being the mother". They were in a state of liminality, an unsettling period of transition between one social state or status and another [28, 29] . This phenomenon has been recognized in other NICU contexts and has variously been described as "putting life on hold" [18] , being "disenfranchised" [19] or feeling "alienated" [30] . Watson [29] asserts that crisis, uncertainty and powerlessness make parents of very preterm infants into "liminal people". The liminal mothers in our study were acutely sensitive to power struggles, muted relationships and inconsistencies in care and information. To try to maintain their equilibrium and protect their baby they showed deference to the "experts" and remained in a state of anxious surveillance. Similar findings have been reported by others [18, 19, 31, 32] but not in NICUs explicitly identified as using FCC as the primary model of care.
One of the most important aspects to consider in FCC culture is the position of staff in relation to the parents and their perceived expectations of involvement [16, 33, 34] . Inadequate staffparent interaction and communication can exacerbate parents' sense of isolation from their premature infants [18, 19] . A change in staff attitude and behaviour from considering parents as "visitors" to being the primary caregivers demands a shift of power and role negotiation, which needs active encouragement by all health professionals [1] . For a shift of power to happen staff-parent communication is of crucial importance [35] . An individualized approach to care and appropriate communication with parents has been reported to facilitate a positive parent-infant relationship [7] . Appropriate communication could be described as the staff having an authentic presence and a facilitative approach in their way of giving support [36] . Furthermore, although trustful staff-parent communication may be vital for the development of maternal identity, one also needs to consider how to actively involve parents in order to genuinely practise FCC. Strategies and interventions to increase parental involvement in NICUs have been performed and reported on in different areas. For example, parents have been involved in pain management by holding their preterm infant [37] or encouraged to provide skin-to-skin contact [38] . Physical and emotional closeness are crucial to the physical, emotional and social wellbeing of both the infant and the parent and for the development of a secure bond [39] . Efforts should therefore be made to ensure that parents can remain in the NICU for as long as possible (including overnight stays) in accord with the UN Convention on the Rights of the Child [40] . By adhering to this Convention, Kangaroo Mother Care could be facilitated in all types of settings [9, 11] . In our study, parents had access to their infants 24 h a day, but to minimize the feeling of liminality and to enhance parental involvement, parents need to feel that there is a space and place for them where they can bond with their infant without feeling supervised [5, 39, 41] .
Given the relatively small number of participants from a limited number of sites it is difficult to make generalizations from this study but the interviews were extensive and in-depth and enabled the development of illuminating themes. Unfortunately, we did not have the resources to include non-English speakers in the interviews and, given the significance of communication in FCC, these participants may have yielded additional insights. As discussed above, our themes support findings from similar studies in different geographical locations and this does raise concerns about the general application of FCC in NICU environments. It is also important to stress that the findings from this article may be further contextualized once the interviews with nurses and fathers have been analysed. Previous studies with neonatal nurses have found that their ability to practise the relational aspects of FCC may be compromised by organizational and resource constraints including staff shortages and a lack of training [42] . These factors may limit a nurse's confidence in their ability to practise FCC as well as the amount of time they are able to spend with parents.
Conclusions
The aim of this study was to explore mothers' perceptions of FCC in the UK. Our findings indicate that mothers struggled to "find their place" within the highly medicalized NICU setting. Because of the unexpected arrival of their baby and the unfamiliar nature of the NICU environment mothers found it difficult to take up their anticipated maternal role and entered a state of limbo or liminality. This left them feeling vulnerable and exposed to power struggles or muted relationships with nursing staff and sensitive to inconsistencies in care delivery and information exchange. To try to maintain their equilibrium and protect their baby they showed deference to the "experts" and remained in a state of anxious surveillance. These findings illustrate that despite the rhetoric about the practice of FCC as the principle model of care in these neonatal units, there was little in the mother's narratives to support this. Thus, it is of the utmost importance to minimize the potentially disturbing consequences of the liminal experience, to improve staffmother interactions, and to facilitate the opportunities for mothers' to be the primary caregivers. More research is needed in order to understand the barriers to providing FCC from an organizational and staff perspective. 1  2  3  4  5  6  7  8  9  10  11  12  13  14  15  16  17  18  19  20  21  22  23  24  25  26  27  28  29  30  31  32  33  34  35  36  37  38  39  40  41  42  43  44  45  46  47  48  49  50  51  52  53  54  55  56  57  58  59  60  61  62  63  64  65  66   67  68  69  70   71   72  73  74  75  76  77  78  79  80  81  82  83  84  85  86  87  88  89  90  91  92  93   94   95  96  97  98  99  100  101  102  103  104  105  106  107  108  109  110  111  112  113  114  115  116  117  118  119  120  121  122  123  124  125  126  127  128  129  130  131  132  133  134  135  136  137  138  139  140  141  142 
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